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Genetic testing, the new Pandora's Box of medical knowledge, cannot be
greeted with full embrace. While genetic testing is useful for indicating the
number of persons likely to contract a known disorder, potential harm exists
when identified groups which carry a presently known genetic disease are
singled out.2  This technology's youth and potential discriminatory effects
present grave dangers of racial discrimination against minorities due to the
lack of understanding and misuse of genetic information by potential
employers. 3 The fear from a deep rooted history of employment discrimina-
tion and maltreatment by the medical establishment, may hinder African
Americans from consenting to genetic tests while pursuing employment. 4 A
misunderstanding of how latent disorders can affect people's ability to perform
a job results in discrimination against minorities. 5 Other dangers posed by
genetic testing include, notice of potential health conditions which impact
health insurance plans6 and limited access to medical files that prevent any
1. J.D. Candidate, 2002 Washington & Lee School of Law; B.A. 1996, Flagler College. The author
wishes to thank her family and friends for their steady encouragement and love, Professor Massie for her
enthusiasm and tireless guidance, and the editorial board of the Washington and Lee Race and Ethnic
Ancestry Law Journal for their enduring support and assistance.
2. Keyishian v. Board of Regents of Univ. of N.H., 385 U.S. 589,603 (1967) (quoting United States
v. Associated Press, 52 F. Supp. 362, 372 (1943)).
3. See Larry Gostin, The Human Genome Initiative And The Impact of Genetic Testing And
Screening Technologies: Article: Genetic Discrimination: The Use Of Genetically Based Diagnostic And
Prognostic Tests By Employers And Insurers, 17 AM. J.L & MED. 109, 137 (1991) (discussing disparate
impact on different races, ethnicities and gender from employers relying on genetic prognoses).
4. See infra Part l and Part IV.
5. See Melinda B. Kaufmann, Genetic Discrimination in the Workplace: An Overview of Existing
Protections, 30 LoY. U. CI. LJ. 393, 403-04 (1999) (reviewing 1970s sickle cell screening initiatives by
states that led to discrimination because scientists suggested identified healthy gene carriers were susceptible
to workplace toxins). See also Judith Richter, Taking the Worker as You Find Him: The Quandry of
Protecting the Rights as Well as the Health of the Worker With A Genetic Susceptibility To Occupational
Disease, 8 MD. J. CoNTEw. L. IssuEs 189, 192 (1997) (defining "genetically susceptible worker" as
individual who through toxin exposure or particularly aberrant genes is vulnerable to illnesses).
6. See Usa A. Karczewski, Review of Selected 1998 California Legislation: Insurance: Genetic
Discrimination in Health Insurance: Clarifying "Genetic Characteristics" and Extending Protection from
Discrimination Under California's Genetic Laws, 30 MCGEORGE L REv. 689, 698 (1999) (examining
people's fear of being denied insurance when predisposition to genetic risks are revealed through genetic
tests). A Georgetown University study reveals that forty-seven percent of the 332 survey respondents
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opportunity to challenge possible errors.7
Consider the following situation: applicant Sheila, who is African
American, has been offered a job at Stan's transcription service. A final offer
will be made upon her completion of a medical examination. The examination
includes a medical history questionnaire and a blood test that, unbeknownst to
Sheila, exposes her genetic code and reveals any current or latent medical
illnesses. This information, of which Sheila herself may be unaware, is now
revealed to her potential employer. As an employer, Stan worries about
African Americans' predisposition to sickle cell anemia and fears hiring an
employee who is often ill. In addition, he is concerned about low productivity
and increased health insurance premiums. Sheila, having limited financial
resources and in need of employment, may feel obligated to consent to the
procedure. Therefore, her consent is neither wholehearted nor is she fully
aware of what information the results of a genetic test can provide to her
employer.9
The above scenario is fictitious, but that does not diminish its reality. In
the case of Norman-Bloodsaw v. Lawrence Berkeley Laboratory,0 plaintiffs,
Ms. Norman-Bloodsaw and five other employees at the Lawrence Berkeley
Laboratory, received offers of employment conditioned upon their submission
to medical examinations." They were required to complete medical question-
indicated they had been refused health insurance after insurance company was informed of family genetic
conditions. Id.
7. See RaeLee Cunningham Hudson, Striking a Balance in Indiana: Employee Access to
Employment Records Maintained by Employers, 33 VAL. U.L. REv. 535, 564-68 (1999) (discussing
employees' interest in ability to access medical records kept by employers).
8. See Gostin, supra note 3, at I ll (providing examples of race being associated with specific
disorders for example African Americans and sickle cell anemia). See also Sickle Cell Information -
Clinician Summary, (reporting that sickle cell anemia can be found in I in 400 African Americans) available
at http://www.emory.edu/PEDS/SICKLE/prodO5.htm (last visited Feb. 15, 2001). See also What is Sickle
Cell Anemia, (defining sickle cell anemia as condition that afflicts persons who carry paired sickle cell
genes, one gene from each parent) available at http://www.emory.edu./PEDS/SICKLE/sicklept.htm (last
visited Feb. 15, 2001). The complications arising from sickle cell anemia cause persons with the condition
to miss days from work. Id.
9. See Elizabeth B. Cooper, Testing for Genetic Traits: The Need for a New Legal Doctrine of
Informed Consent, 58 MD. L REv. 346, 415-18 (1999) (discussing that barriers in physician to patient
communication impedes consent to testing).
10. 135 F.3d 1260 (9th Cir. 1998).
11. Norman-Bloodsaw v. Lawrence Berkeley Lab., 135 F.3d 1260, 1265 (9th Cir. 1998) (holding
that pre-employment medical exams violated Title VII and constitutional right to privacy) The Ninth Circuit
found that screening only women for pregnancy and minorities for sickle cell anemia was sexually and
racially discriminatory, in violation of Title VII. Id. at 1272. The court also recognized a federal
constitutionally protected privacy interest in avoiding disclosure of personal information that is considered
medical information and confidentiality of that information. Id. The court examined this privacy violation
under the Fourth Amendment balancing of government's interest in testing and the plaintiffs' privacy
expectation. Id. at 1269. The court found pre-employment medical testing without "job-related" purpose
consistent with ADA requirements. Id. at 1273-74. All except one of the plaintiffs, who was examined after
employed, were given written job offers expressly contingent upon a "medical examination" and submitted
to pre-placement exams. Id. at 1264-65.
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naires and to gi.ve blood and urine samples that without their knowledge were
tested for sickle cell anemia, syphilis and pregnancy.' 2 These tests had no
relation to their potential job positions as clerical and administrative staff.'3
In 1995, the plaintiffs sued the laboratory for alleged invasion of privacy and
unlawful discrimination on federal and state constitutional grounds and under
the statutory grounds of Title VII of the Civil Rights Act of 1964 ('Title
VII") 4 and of the Americans with Disabilities Act ("ADA").'5 The United
States Court of Appeals for the Ninth Circuit reversed the dismissal in favor
of the plaintiffs on the Title VII and federal and state constitutional privacy
and claims.' 6  The court found that absent explicit notice and informed
consent, the medical standards for employer-hired physicians to conduct the
medical tests were not met. In addition, the court held that the inadequate
consent violates constitutional privacy protections. 7 However, since the ADA
does not protect any medical information that is not job-related or for business
necessity, the court dismissed the plaintiffs' ADA claims." Many private-
sector employees, unlike Norman-Bloodsaw plaintiffs, may find themselves
required to take a medical exam without their valid consent but will not have
federal and state constitutional privacy protections available to them.19
12. See id. at 1268.
13. See id. at 1267.
14. 42 U.S.C. 2000e-2 (1994) (providing that it is unlawful for an employer to refuse to hire an
individual because of his or her race, color, religion, sex or national origin).
15. 42 U.S.C.S. § 12112 (d)(3)(A) (2000) (providing that employers can conduct employment
entrance exams as long as they are required of all applicants).
16. See Norman Bloodshaw, 135 F. 3d at 1265 (alleging right to privacy violations under federal
and state constitutional provisions by testing, collecting and storing the test results and not ensuring
adequate safeguards against disclosure (citing Skinner v. Railway Labor Executives' Ass'n, 489 U.S. 602
(1989)). The court recognized that collecting a bodily fluid sample interferes with privacy interests and any
chemical analysis constitutes deeper intrusion. Id. at 1270. They also challenged that their state privacy
rights were violated by their employer conducting the testing. Id. The state constitutional privacy claim has
a higher threshold than the federal claim. In Loder v. City of Glendale, 927 P.2d 1200 (Cal. 1997) the court
interpreted the state law as undoubtedly intruding into state privacy interest when conducting a test to know
the 'internal state' of a person's body. Id. at 1271. The appellate court found that district court erred in
ruling that plaintiffs as a matter of law should have reasonably known type of tests they were agreeing to
as part of completing pre-employment medical examinations. Id. at 1268. The question of testing was a
matter of fact to be determined by a jury at trial and should not have been disposed of at the summary
judgment stage. Id.
17. See id. at 1267 (stating that "generally accepted standards of occupational medicine" require
employers to notify employees and applicants of tests or results where tests are condition of employment).
The court found that sickle cell and pregnancy testing is not necessary as a routine occupational medical
exam. Id. The laboratory had no justifiable public health reason to test administrative staff for these
conditions. Id. Finally, testing applicants without their deliberate and informed consent did not comport
with existing medical standards of testing. Id.
18. See id. (dismissing ADA claim). The plaintiffs' argued that the ADA restricts employer's record-
keeping to job-related exam results that conform with business necessity purposes. Id. at 1273. However,
42 U.S.C. 12112 (d)(3)(B) provides that any medical information collected during pre-employment period
must be maintained but is not limited to records of "business necessity." Id.
19. See Invasion of Privacy and Discrimination Claims Arise Out Of Secret Testing, ARIZONA EMP.
LAW LET'rER, Apr. 1998, vol.4, issue II (rephrasing that laboratory employees had standing on their right
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Norman-Bloodsaw evidences that without further legislation, Title VII and the
ADA offer inadequate protection.'
The ADA permits nondiscriminatory medical screening of job applicants
by private and public employers. An employer may collect medical samples
from any applicant before making a final employment decision.2' The Act
attempts to prevent employment discrimination by providing that employers
receiving medical information maintain it confidentially. 22 While the ADA
gives employers full discretion to require a medical examination, the employer
cannot make a final employment decision on information obtained.'
However, unnecessary collection of non-job-related medical information that
has questionable future importance can lead to employment discrimination.21
Unlike the ADA, a state statute such as the New Jersey Genetic Privacy Act'
could provide protection to applicants like Sheila.26  The New Jersey Act
requires an individual's informed consent prior to taking genetic tests.27 It
restricts employers from making hiring decisions using applicants' genetic test
results or applicants' choice not to be tested.28 The Act is one of a few state
statutes that uniquely regards genetic information as personal private property
to privacy claims under United States Constitution and State Constitution because they were public
employees and their claims were based on public employment).
20. See infra Part V.
21. 29 C.F.R. § 1630.14 (b)(3) (2000) (providing that employment entrance exams are not required
to be job-related or for business necessity reasons). But see Kaufmann, supra note 5, at 409 (arguing that
genetic screening tests would be presumptively legal if necessary to ascertain job functions or safety).
However, it is difficult to find genetic illnesses that have not manifested that would meet the standard of
impairing current job related functions. Id.
22. See Hudson, supra note 7, (providing that if medical exam results are used to deny final offers,
reasons must be based on job-related or business necessity reasons and must demonstrate essential functions
cannot be performed due to discovered medical condition).
23. See Kaufmann, supra note 5, at 422 (explaining business necessity and job-related applications
in making employment decisions). Business necessity defines what an applicant is able to do to fulfill the
necessary job functions. Id. Job-related criteria are defined by what is reasonably expected of an applicant
to complete the job. See also The ADA: Your Responsibility as an Employer, (guiding that essential job
functions are basic duties an employee must be able to fulfill with or without reasonable accommodations),
available at http://www.eeoc.gov/facts/adal7.html (last visited Feb. 10, 2001).
24. See Mark A. Rothstein, Betsy D. Gelb & Steven G. Craig, Protecting Genetic Privacy by
Permitting Employer Access Only to Job-Related Employee Medical Information: Analysis of a Unique
Minnesota Law, 24 AM. J.L & MED. 399, 406 (1998) (recognizing that discrimination may not be evident,
there has been unconsented to disclosure of medical information not pertinent to employer's employment
decision). The employer may still practice a subtle form of discrimination after hiring. Id.
25. N.J. STAT. ANN. § 10:5-12 (West 1998) (providing that employers cannot make discriminatory
employment decisions based on applicant's refusal to take or disclose genetic test results).
26. See Burk Burnett, Genetic Discrimination: Legislation Required to Keep Genetic Secrets, 21
SETON HALL LEGIs. J. 502, 525 (1997) (discussing the New Jersey Genetic Privacy Act's comprehensive
nature, which attempts to prevent genetic discrimination). The New Jersey state legislature unanimously
passed this legislation in 1996. Id. The Act provides both civil remedies and criminal sanctions for
violations. Id.
27. See id. at 528.
28. See id. at 527-28 (stating provisions of Act).
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and limits the access to such information.29 A final provision provides for
disposal of disclosed genetic information at applicant's request.3"
To discourage the perpetuation of racial discrimination in employment, a
genetic testing and privacy statute is necessary to protect non-job-related
information from discovery by employers. 3' This article will examine the
increasing access to genetic information by employers; 2 the potential
discriminatory effect this access has on private sector employees;33 the need
for full voluntary consent prior to genetic testing;34 and the need for specific
federal and state legislation protecting the confidentiality of genetic informa-
tion to prevent racial discrimination.35
IL GENETIC TESTING
A. Human Genome Project and Genetic Testing
Individual genes are composed of deoxyribonucleic acid ("DNA")
markers.36 Some genetic traits can be found on a single dominant gene, on
homozygous recessive genes or on a combination of genes. 37 The objective of
29. See id. (noting that Act notably defines genetic information as any medical information including
that obtained from family medical histories). See also Matt Fleischer, Protecting Genetic Privacy Proves
Difficult, THE RECORDER, July 2000, at 3 (stating that Colorado, Florida, and Georgia also give property
interests in DNA to individuals). Lobbyists against this interest only advocate protections for persons
receiving DNA information and not to the persons providing the sample. Id.
30. See id. at 529.
31. See Rothstein, supra note 24, at 400 (arguing that genetic discrimination in employment has
received little attention and corrections should focus on employer's gaining access only to job-related
medical information).
32. See Burnett, supra note 26, at 518 (pointing out ADA allows employers wide, unchecked access
to genetic information through medical entrance exams, health insurance claims, and medical release forms).
33. See Hudson, supra note 7, at 565 (arguing that employees' have interest in reviewing their files
as employment decisions can be made based on misinformation).
34. See Cooper, supra note 9, at 387-89 (1999) (discussing informed consent appropriate to genetic
testing especially in light of racial disparities or eugenics).
35. See Burnett, supra note 26, at 520-23 (presenting model federal legislation Ethical Legal and
Social Implications ("ELSrI) proposed to prevent and prosecute genetic discrimination). See also Gostin,
supra note 2, at 141-42 (summarizing various states' legislation responding to genetic anti-discrimination).
36. See Karczewski, supra note 6, at 691 (stating gene is basic construction of heredity). Genes
make up proteins that combine to create the different functioning cells. Id. The human genome is the
complete genetic code dictating function of all body's cell and is completely passed down to offspring. Id.
It is made up of the 23 chromosomes children receive from each of their parents. Id. Each person has a
unique biological make-up as a result the combined 46 chromosomes. Id. See also Elizabeth Reiter, The
Department of Defense DNA Repository: Practical Analysis of The Government's Interest And The Potential
for Genetic Discrimination, 47 BuFFALo L REV. 975,979-80 (1999) (describing structure of DNA). A DNA
strand can be visually compared to a ladder. Id. at 980. Two strands of nucleotide bases are connected by
chemical bonds that looks like rungs of a ladder. Id. There are approximately three billion bonds in each
DNA molecule of which three million pairs are truly individualized. Id. One strand of DNA can contain
a person's entire genetic structure for certain traits. Id.
37. See Kaufmann, supra note 5, at 397 (explaining genetic formation of traits). A homozygous
recessive gene is linked directly to single genetic trait but must be passed by both parents to the offspring
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the international enterprise known as the Human Genome Project ("HGP") is
to increase knowledge of and access to genetic information by sequencing the
human genome.3s The human genome is a three-billion-letter code organized
into a chemical pattern informing the body how to function.39 The United
States and at least five other countries, working cooperatively, endeavored to
create a genetic map of the human genome to pattern inherited illnesses.4° In
June 2000, the almost-completed mapping of the human genome was
announced, and genetic information exponentially expanded researchers'
medical knowledge.4' On February 12, 2001, scientists announced their
discovery that the human body contains no more than 35,000 genes instead of
the 100,000 researchers had expected to map.42 Diagnostic tests can frequently
determine the statistical probability of an individual's gene mutation that could
later manifest as an illness or a behavioral disorder. 3 Uses of genetic testing
include disease carrier screening; prenatal diagnostic testing; newborn
screening; pre-symptomatic testing for the probability of a disease's later
onset; and conformational diagnosis of symptoms."
to manifest itself. Id. Over 200 traits are defined by a single, dominant gene or contrasting gene. Id.
Approximately 250 traits are identified by homozygous recessive genes while other genes are determined
by multiple genes. Id.
38. See Tara L Rachinsky, Genetic Testing: Toward a Comprehensive Policy to Prevent Genetic
Discrimination in the Workplace, 2 U. PA. J. LAB. & EM'. L 575,580 (2000) (telling history of Department
of Energy and National Institutes of Health beginning human genome study in 1986). The two organizations
later collaborated with several international countries to research the human genome and identify patterns
of diseases and conditions. Id.; See also Karczewski, supra note 6, at 695 (stating HGP's goal of mapping
approximate 100,000 human genes); see also Reiter, supra note 36, at 981-82 (stating HGP's purpose was
to identify, map and sequence genome). Once DNA was separated into smaller pieces, it would be analyzed
to identify heredity patterns in humans and diseases associated with genes. Id. Researchers hope to
sequence all the nucleotide pairs in every chromosome. Id. Ultimately identifying what genes dictate
vulnerabilities to cancer, high blood pressure, manic-depression will enable researchers to create
corresponding genetic treatment to counter these conditions. Id. at 983.
39. See Landmark Gene Studies Released, (noting that scientists discovered humans have about
30,000 genes, almost amount found in fruit flies) at
http://www.cnn.com/2001/HEALTH/02/12/humangenome/index.html (last visited Feb. 12, 2001).
40. See Rachinsky, supra note 38, at 580 (stating objective of HGP). One purpose is for the
predictive value so people can get tested for various conditions. Id.
41. See Capitol Hill Faces Possible Struggle With Genome Technology (June 26, 2000) (discussing
various political implications in response to June 25, 2000 announcement of human genome nearly
completed mapping), at http://www.cnn.com/2000/ALL
POL1TICS/stories/06/26/genome.poitics/index.htnl (last visited Oct. 15, 2000). See also Reiter, supra note
36, at 977 (noting that DNA information is widely accessible and used by military, for instance, due to
Human Genome Project, HGP).
42. See supra note 39 (reporting that this mapping has completed the first draft of understanding
human biology and make-up). Scientists also state that there are very few differences between humans'
genetic code. Id.
43. See Kaufmann, supra note 5, at 399 (stating that studying individual's genetic code can inform
others of potential medical conditions, mental and personality traits as identified by genetic information).
44. See Rachinsky, supra note 38, at 579 (listing potential uses of genetic testing).
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While the use of genetic information is beneficial for designing prevention
and treatment,45 it can be detrimental if used to discriminate.46 In response to
the need of preventing discrimination, the HGP's Working Group on Ethical,
Legal and Social Implications ("ELSI") has included among its concerns,
genetic records privacy and health information access.47 The Council for
Responsible Genetics ("CRG") and ELSI fear that unless steps are taken to
halt genetic discrimination, the public will not accept the potential benefits of
48 Sic thmapping the human genome. Since the general public is somewhat
ambivalent about genetic testing, a concern is that patients may choose not to
confide in their doctors or resist testing because of the potential damaging
effects test results could have on employment and health insurance.49 A June
2000 CNN/Time Magazine poll reflected that forty-six percent of those
surveyed thought that mapping of the genome would have hazardous results.50
Over forty percent stated that the HGP was "morally wrong.
'5
1
Genetic test results are limited to identifying genetic mutations for
currently known diseases.52 The accuracy of most genetic test results are
uncertain because there is no guarantee that an individual will definitely
contract a given disease or condition.53 Absent a certainty of a disease's onset,
45. See Sean Swint, Sequencing of Human Genome is a First Step to Many Answers, (forecasting
that knowledge of DNA activity in genes can allow medications to be designed for individuals' specific
conditions to avoid possible side effects to person's individual system), at
http:lwww.cnn.comSPECIALSI2000/genomelstory/medical.implicationshtm (last visited October 15,
2000). Scientists also envision a "genetic smart card." Id. This "smart card" will contain a person's
individual genetic code. Id. Enabling doctors to evaluate the best possible individualized treatment for that
person. Id.
46. See Rachinsky, supra note 38, at 581 (presenting current actions by employers regarding genetic
testing that can lead to discrimination). Some employers already require genetic tests, which will only
increase as testing tools become more accessible. Id. at 579.
47. See Burnett, supra note 26, at 514 (stating HGP committed funds to ELSI to address inevitable
social policy concerns of increasing insurance costs and genetic discrimination because of misuse of test
results).
48. See id. at 513-14 (suggesting that genetic privacy must be soundly legislated to curb genetic
discrimination resulting from genetic testing so that individuals will seek diagnosis and treatment offered
by genetic test information). Genetic mapping will also be helpful for family planning decisions and
determining how to curb environmental factors that impact disease progression if medical treatment is
unavailable. Id. at 512.
49. See id. (suggesting deterrent effect of inadequate genetic testing and inadequate confidentiality
legislation to protect persons seeking testing for personal health benefit). Patients who avoid genetic testing
will lose the benefits of genetic information to tailor prevention and treatment. Id. See also Rosemary
Orthmann, Study Reveals Cases of Genetic Bias, EMP. TESTING -- LAW & POL'Y REP., (June 1996)
(indicating that study's respondents reported purchasing insurance prior to genetic testing and paying for
the tests on their own, giving partial or incorrect health information on medical history questionnaires to
avoid discrimination).




53. See Kaufmann, supra note 5, at 400 (noting further that tests with high reliability factors will not
indicate date of manifestation and how disease will progress making it even more dangerous in employers
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misperceptions may distort the public's view of the actual current significance
of genetic information and will thereby foster discrimination.54
B. History of Genetic Discrimination
Francis Galton's Eugenics movement of the 1800s is the predecessor to
genetic discrimination.55 The primary premise of eugenics holds that there is
a link between genetics and both behavior and diseases.56 Eugenics core con-
cern was that alcoholism, tobacco, and syphilis were racial poisons, endanger-
ing a pure white race.57 Eugenicists taught that biological composition was the
catalyst for most of our individual capabilities and deficiencies.58 This notion
of composition became the fundamental concept of biological determinism.59
After Eugenics, genetic discrimination found its way in the workforce
when employers classified employees based on their genetic susceptibility to
disease. Employers conducted genetic tests to determine high-risk sickle cell
population's susceptibility to occupational toxins such as benzene, lead, and
cadmium.' Employers relied on these unsound scientific principles and
practiced arbitrary discrimination.6' Sterilization laws around the United
States also genetically discriminated targeted populations.62 Today, scientists
working to link genes with diseases must be careful not to stigmatize persons
carrying specific traits in order to prevent discrimination based on a misunder-
standing of what it means to carry these diseased traits.63
hands when used for employment decisions); See also Gostin, supra note 3, at 113-14 (providing example
of cystic fibrosis genetic testing that currently identifies disorder in only seventy-five percent of carriers in
United States white population). Furthermore, fifty percent of couples from the general population will be
incorrectly identified as "at-risk" carriers. Id. The predictive value of genetic tests should be tightly guarded
because there is such variability and unreliability of a disease's onset and progression in every individual
due to an interaction of genetic, medical and environmental influences. Id. at 114.
54. See Kahn, supra note 2 (discussing the positive and negative aspects of testing and how public's
unchecked assumption of good or ill health is dangerous).
55. See Kaufmann, supra note 5, at401 (describing eugenics movement in United States as precursor
to racial discrimination).
56. See id. (noting eugenics theory was exaggeration of how biology affected physical conditions).
57. See id. (citing Robert N. Proctor, Genomics and Eugenics: How Fair is the Comparison?, in
GENE MAPPING 57, 59 (George J. Annas & Sherman Elias eds., 1992).
58. See id.
59. See id.
60. See id. at 402 (noting studies showed that although not required employers tested for toxin
susceptibility).
61. See id.
62. See id. (citing Buck v. Bell, 274 U.S. 200 (1927) (holding the state sterilization laws as
comporting with Fourteenth Amendment Due Process or Equal Protection provisions)). Indiana passed the
first sterilization law in 1907 that targeted people carrying genetic disorders. Id. Other states continued the
practice of disproportionately subjecting the poor, institutionalized and immigrants to sterilization. Id. The
Supreme Court has never effectively reversed their holding in Buck v. Bell. In 1910, the Eugenics Records
Office was infamously created to compile genetic information to counsel persons on marriage.
63. See Gostin, supra note 3, at 118 (noting that employers make unfounded employment decisions
genetic status without correctly evaluating actual disability, job competency or even correct understanding
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Genetic discrimination is often experienced by persons who carry a gene
symptomatic of an undeveloped disease, those who carry a disease that will
never manifest, and those who have relatives with a known genetic predisposi-
tion." The essence of genetic discrimination is the misuse of information
about an asymptomatic person, one who is a carrier of the diseased gene with
no manifested symptoms.6
C. Genetic Discrimination in Employment
Concerns about discrimination heighten when employers express an
interest in testing for non-job-related genetic information." An individual may
sacrifice employment with a specific employer to avoid being tested.67 Such
consequences are sufficiently threatening that many persons who have no
reason to believe they might be carriers of an identifiable genetic disease may
nevertheless decide not to be tested.m
Employers utilize genetic screening to gather genetic information in the
pre-employment context.6 9 The ADA permits employers to seek all medical
records from applicants.7' Employers are limited only by their own ability to
conduct genetic tests and in the usage of test results.71 Genetic screening of
of condition's possible future effect). In reality, heterozygous carriers who carry and may pass on the trait
will not be affected as compared to persons who are vulnerable to the condition or even those who currently
without symptoms or slightly affected. Id. Thus, a potential employer has discriminated when he makes
an adverse employment decision because he believes that a person carrying a recessive gene will be
impaired. Id. at 126.
64. See Rachinsky, supra note 38, at 580-81 (noting who can be subject to genetic discrimination
(citing E. Virginia Lapham et al., Genetic Discrimination: Perspectives of Consumers, 274 Sc. 621-24
(1996)).
65. See Michale S. Yesley, Protecting Genetic Dference, 13 BERKELEY TECH. LJ. 653,662 (1998)
(emphasizing anti-genetic discrimination laws should be protecting persons who do not currently have
symptoms of medical condition but carry gene associated with illness that could have later onset).
66. See Kaufmann, supra note 5, at 409 (noting difference between testing for job-related and non-
job-related medical conditions).
67. See generally Rothstein, supra note 24 (discussing hesitancy to seek testing fearing negative
impact on employment and insurance)
68. See id.
69. See Kaufmann, supra note 5, at 397 (introducing genetic testing tools used by employers). Some
employers utilize genetic tests to comply with OSHA requirements and some to protect employees from
toxins. Id. However, in reality, employers are concerned with insurance and productivity costs and rely on
tests results to inform them of persons who could be costly risks. id.
70. See Burnett, supra note at 26, at 518 (explaining ADA provides for employers wide access to
applicant's genetic information). Employers may acquire this information from entrance exams, health
insurance claims and medical release forms. Id.
71. See Stacy J. Bagley, Comment, Enough is Enough! Congress and The Courts React to
Employers' Medical Screening and Surveillance Procedures, 99 DICK. L REv. 723,729 (1995) (explaining
what stages employer can conduct tests and for what reasons). Before an offer is made, the prospective
employer cannot inquire about any medical condition. Id. During the conditional offer stage, the employer
can test for any condition but can only make hiring decisions based on medical information that is job-
related. Id. at 729-30. Once hired, the employer can only test for job-related functions. Id. at 731.
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applicants is used to ascertain their current medical status. 2  However,
employers can surreptitiously seek and obtain applicants' potential genetic
condition.73 Genetic screening can take two forms: a simple blood test or
tissue sample or direct screening and examining of the DNA. 74 The examina-
tion can determine the presence of genetic markers vulnerable to workplace
toxins and identify general genetic predisposition to occupational toxins.75
Specifically, this screening can be used to analyze mutant genes in the
bloodstream susceptible to toxins.76
I. RACIAL GENETIC DISCRIMINATION IN EMPLOYMENT BASED
ON GENEO TYPE
A. African Americans' History of Employment Discrimination
African Americans' history of employment discrimination began with
slavery.77 Slavery by definition deprives an individual of the right to contract
or to receive payment for labor.78 After the abolition of slavery, African
Americans were still denied basic citizenship rights.79 For example, Southern
states enacted Black Codes, which restrained the freedoms of emancipated
slaves.80 Congress responded to Black Codes by passing the Civil Rights Act
of 1866 ("Act of 1866") that guaranteed to black citizens equal rights to create
and enforce contracts as those held by whites.8' The Act of 1866 was the
forerunner to the Fourteenth Amendment that guaranteed equal protection of
the laws to all citizens.8 2 However, despite statutory citizenship rights, African
72. See Kaufmann, supra note 5, at 397 (stating why employers use genetic screening on applicants
at pre-placement stage). Tested individuals' have concerns that employers taking blood or tissue samples
may instead use those samples to test for genetic conditions without obtaining consent. Id. at 407.
73. See id.
74. See id. (stating genetic screening procedure).
75. See id. (explaining that genetic screening will provide information on both relevant and irrelevant
predispositions to toxins that may or may not be in workplace).
76. See id. at 395 (explaining process of genetic screening by examining changed genes evident in
deviant proteins or enzymes).
77. See Karen L Ross, Combating Racism: Would Repealing Title VII Bring Equality To All?, 21




80. See id. (citing Theodore Eisenberg, Civil Rights Legislation 3 (1982) (noting southern states
response to emancipation)). Black Codes effectively oppressed African Americans. Id. For example,
blacks were prohibited from renting land in specific areas; effectively enslaved to whites when unable to
pay criminal fines; restricted from entering South Carolina with the intent to settle if they had not fuist posted
a $1000 bond. Id.
81. See id. at 144-45 (noting the genesis of the Civil Rights Act of 1866).
82. See id. See also U.S. CONST. amend. XIV § I ("No State Shall... deny to any person within its
jurisdiction the equal protection of the laws.").
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Americans did not achieve full equality. 83  "Separate but equal"' education
resulted in tangible and intangible disparities which played a strong role in
poor employability skills, thus negatively impacting African Americans'
opportunities for high-level positions and for equal pay.
8 5
Title VII successfully conveyed the intent of Congress to outlaw racial
employment discrimination. 6 Congress later returned to the issue of
discrimination and enacted the Civil Rights Act of 1991, establishing remedial
damages for intentional employment discrimination. 7 Yet, African Ameri-
cans' history of employment discrimination has not been adequately addressed
by anti-discrimination laws.88 Current unemployment statistics indicate that
African Americans are twelve percent of the labor force compared to seventy-
four percent white Americans.8 9  Additionally, nine percent of African
Americans are unemployed compared to four percent of non-Hispanic white
Americans. 9° These statistics indicate that anti-discrimination laws may not
have eradicated the problem of racial discrimination.
B. Genetic Discrimination as a Form of Racial Discrimination
Although genes are facially neutral markers, 91 the fact that many genetic
disorders are associated with ethnic, racial and gender groups92 makes genetic
83. See Ross, supra note 77, at 144.
84. See id. See also Plessy v. Ferguson, 163 U.S. 537, 550-51 (1896) (holding that Louisiana state
statute requiring separate but equal travel accommodations did not violate the Thirteenth and Fourteenth
Amendments of United States Constitution). The statute did not violate the Thirteenth Amendment that
abolished slavery because the statute, which created a distinction based upon race did not impose
involuntary servitude. Id. at 543. The Court also found that attempting to eradicate social inferiorities could
not be resolved through legislation but only through the different races coming together out of a natural
affinity did not violate the Fourteenth Amendment. Id. at 550-51.
85. See Ross, supra note 77, at 144-146.
86. See id. at 147 (noting impact of Title VII on employment discrimination).
87. See id. at 148 (pointing out that Congress enacted proactive civil rights legislation although
executive and judiciary branches were not receptive to furthering scope of civil rights). See also infra Part
V (contrasting employer's intentional discrimination which can be categorized as Title VIl's disparate
treatment to unintentional discrimination that disproportionately impacts African Americans)
88. See Ross, supra note 77 at 141 (endorsing a revision of anti-discrimination laws for more
effectiveness).
89. See U.S. Census Bureau Black Population in the United States, (reporting employment and
unemployment statistics between black and white Americans as of March 1999), at
http://www.doc.gov/prod/2000pubs/p20-530 (last visited Feb. 27, 2000).
90. See id.
91. See Kaufmann, supra note 5, at 420 (noting that although genetic traits are associated frequently
with ethnic groups, markers are facially neutral).
92. See Gostin, supra note 3, at Il1 (giving examples of races associated with specific disorders such
as African Americans and sickle cell, Ashkenazi Jews and Tay-Sachs, and Armenians and Familial
Mediterranean fever). See also Richter, supra note 5, at 223 (contrasting OSHA's justification for screening
hyper susceptible workers against reality that some genetic conditions do disproportionately effect some
racial groups).
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discrimination an unavoidable problem to be addressed.93 Genetic information
can be easily misread as consistent with racial and ethnic stereotypes. 9
Several consequences could arise from this stereotyping.95 Minorities without
the diseased trait may be stigmatized and suffer discrimination, and the disease
may not receive priority status in research and treatment. %
C. Racial Genetic Discrimination in Employment
Recognizing African Americans' history of racial discrimination, it is
appropriate to question whether or not an employer may be using the results
of genetic testing as a tool for discrimination against a minority group.97 For
instance, in the 1970s, several states enacted laws mandating involuntary
screening of African Americans for sickle cell anemia.98 The involuntary
screening, accompanied by inadequate confidentiality, resulted in employment
and insurance discrimination." This hysteria was due to society's misplaced
importance on merely carrying the sickle cell trait."° The aftermath of the
1970's screening included the United States military nearly banning African
Americans from military service."'1 The military instituted policies that
discriminated against African Americans with sickle cell trait."0 2 Discrimina-
93. See Kaufmann, supra note 5, at 419 (introducing racial discrimination based on genetic
information).
94. See id. (presenting notion of "biological underclass" could further oppress minority groups who
share predisposition to health condition identifiable through genes).
95. See id. (stating that cure may not be researched as diligently if disease is associated with
particular "biological underclass").
96. See id. (noting disproportionate impact genetic testing has on minorities).
97. See Richter, supra note 5, at 224 (noting distrust arising easily regarding using genetic testing
that targets minorities in workplace exacerbating employment discrimination).
98. See Kaufmann, supra note 5, at 403 (stating mandatory screening laws were well intentioned but
lead to discrimination) (citing Mark A. Rothstein, MEDICAL SCREENING OF WORKERS 73 (1984). Thirty
states legislated this screening and twenty-one states still carry this enactment)). The testing programs were
intended to identify the inadequate health care services by labeling who were carriers of sickle cell. Id.
However, the public perceived that carriers would be susceptible to occupational toxins and became reasons
to discriminate against African Americans who are most frequently affected by the disease. Id.
99. See Rachinsky, supra note 28, at 579 (characterizing 1970's Sickle Cell Anemia screening as
early form of widespread genetic discrimination legislated by several states and its effects).
100. See id. at 579-580 (noting this discrimination resulted in part because of public's ignorance
regarding being a carrier from actually manifesting the disease).
101. See Reiter , supra note 27, 1028-31 (providing the history of military action purposefully
continuing racial discrimination in armed forces). The military relied on "military necessity" reasons when
discriminating against African Americans carriers of the sickle cell trait. Id. at 1028-29. The Air Force
Academy instituted a policy denying admission to blacks carrying the sickle cell trait after two black cadets
became sick while training at high elevations. Id. at 1030. The Military Academy unsoundly determined
that carriers would experience illness when flight training at high elevations. Id. This policy
disproportionately impacted black cadets as sickle cell trait and disease occur primarily in African
Americans. Id. at 1031.
102. See id.
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tion was also practiced by airline employers who fired African American
stewardesses. 1
03
The following example describes the experience of one African American
applicant who was the victim of an employer's purposeful discrimination
because he genetically predisposed to a medical condition.' 4  The Equal
Employment Opportunity Commission's ("EEOC") Decision No. 70-134' °5
found that the African American claimant's potential employer violated Title
VII and racially discriminated against him by requiring him to pass a non-job
related physical exam before offering him employment.'°6 The applicant was
denied a final offer of employment because his blood pressure was unaccept-
ably high.10 7 The company determined that any blood pressure reading above
90 for the lower reading disqualified an applicant.' African Americans
frequently have higher blood pressure levels than white Americans.',
Therefore, the EEOC found that withholding a final offer upon such exams
was a practice designed to deny blacks employment."0 Records indicated that
over a fourteen-year period, the company, despite having qualified applicants,
hired only two African Americans, compared to approximately 165 whites,
many of whom lacked experience."' In this case, the plaintiff demonstrated
that his prospective employer's discriminatory employment practice violated
Title VU."' Discriminatory motivations for genetically testing African
Americans like the medical exam in the EEOC case, can result in disparate
treatment." 3
103. See Vernellia R. Randall Slavery, Segregation and Racism: Trusting the Health Care System
Ain't Always Easy! An African American Perspective on Bioethics, IS ST. LOUIS U. PuBL. L REV. 191, 201
(1996) (providing specific example of employment discrimination).
104. See Bagley, supra note 71, at 732-33 (noting that discrimination violates Title VII when medical
exam is used as pretext for discriminatory hiring, as in EEOC Decision No. 70-134).
105. See Marcia G. Robeson, Annotation, Requirement That Employee of Prospective Employee Take
and Pass Physical Examination as Unlawful Employment Practice Violative of Title V11 Civil Rights Act of
1964 (42 U.S.C.A. §§ 2000e er seq.) 36 A.LR. Fed. 721, 3(b) (2000) (citing EEOC Decision No. 70-134,
CCH EEOC Decisions, 6064, 2 BNA FEP case 237, (1970) (holding the prospective employer racially
discriminated against black applicant in violation of Title VII when employer required applicant to pass
physical exam)). The company accountant determined that any blood pressure reading above 90 for the
lower reading disqualified an applicant. Id. After contacting the examining doctor, the accountant ensured
that a note be included indicating the applicant's blood pressure was so high he had to lie down, which
effectively excluded him from employment because he failed the company's medical requirements. Id.
106. See id. (employer had pattern of denying blacks employment by using results of medical exam




110. See Robeson, supra note 105 at 3(b).
111. See id.
112. See infra Part V.A.
113. See Kaufmann, supra note 5, at 420 (applying Title VII analysis to discrimination where
disparate treatnent is found when employer treats a group differently based on particular protected factors
of race, color, religion, sex or national origin).
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Genetic tests are more invasive than the average medical exam." 4 Genetic
tests can possibly reveal medical disorders in an individual, which could carry
serious implications for that person. First, groups historically perceived as
genetically deficient have suffered discrimination." 5 There are identifiable
genetic markers for some illnesses found predominantly in the African
American population." 6 Second, there may be health data that the individual
tested may not want to know but that others want to discover. 7 Once the
presence of these traits is determined by genetic test results, potential
employers can misuse the information to discriminate." 8
IV. CONFLICTING INTERESTS IN GENETIC TESTING
A. Competing Interests in Genetic Testing as an Employment Condition
1. Employers Interest in Genetic Testing
Employers have the authority to monitor employees and therefore, want
employees who are physically and mentally fit. " 9 Accordingly, employers
have a valid interest in aspects of applicants' health that may pose a hazard to
the applicant and to business operations. 2 Employers desire to collect infor-
mation necessary to ensure a productive business operation.'' Employers'
specific concerns include: absenteeism costs, increased insurance premiums,
low productivity, and training replacement employees.'22 Employers use
genetic tests to screen for applicants who may make the cost of additional
114. See Norman-Bloodsaw, 135 F.3d at 1269 (stating that genetic facts revealed by results are
extremely sensitive when compared to other medical information).
115. See Rachinsky supra note 105.
116. See Richter, supra note 5, at 223-24 (noting that as genetic disorders seem to be associated along
racial lines combined with racial employment discrimination, doubts will arise if employer is targeting
minority group historically victim to discrimination for genetic testing).
117. See Rachinsky, supra note 38, at 584 (noting that individual's DNA unlocks wealth of
information affecting some individuals seriously and impacting others less).
118. See Richter, supra note 5, at 223-24 (noting that employers may argue for genetic testing to
protect highly susceptible employees but this argument is inevitably influenced by fact that many genetic
traits are found among minority groups).
119. See Hudson, supra note 7, at 568. (noting employers' interest in access to employees' medical
information where privacy right is limited).
120. See Bagley, supra note 71, at 726 (stating reasons for testing applicants). Noting that employers
consider how applicant's health may be affected by particular job function. id. Also noting that respondeat
superior doctrine holds employers liable for products made or services rendered by unfit employees. Id.
121. See Hudson, supra note 7, at 568 (noting employers' economic interest in obtaining genetic
information).
122. See Rothstein, supra note 24, at 401 (suggesting employers reasons for conducting genetic
screening).
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safety precautions unnecessary. '23 These articulated reasons for genetic testing
often do not comport with a business necessity standard. 24 Test results may
inform an employer of an applicant's potential future medical condition, but
not the applicant's present inability to perform the job.'25 To meet the business
necessity standard, the employer can only evaluate an applicant's current
ability to perform the specific job functions for which he would be hired.'26
Employers reason that genetic test results put vulnerable applicants on
notice of occupational toxins, and applicants can initiate their own health and
safety measures to reduce exposure and illness. 7 Hiring and retention of
applicants with health risks can expose employers to negligent hiring claims
by other employees and third parties.' 2 Additionally, test results enable them
to place applicants in positions correlated to tolerable hazards.'29
Requiring genetic tests as a condition of employment is becoming a
widespread practice. 30 Employers have found it unwise to rely on prospective
employees' applications because applicants do not reveal everything
employers feel they need to know to ascertain job-related physical qualifica-
tions.' 31 A 1989 study, by the United States Congress Office of Technology
Assessment, documented that 15 of 330 participating Fortune 500 companies
administered genetic tests to employees. 132 These companies stated that they
would conduct genetic screening to determine applicants' vulnerabilities to
occupational toxins. 133 Fifteen percent of these same companies also projected
utilizing genetic tests as conditions of employment, depending on the cost-
effectiveness of testing procedures. 134 Supporters of anti-genetic discrimina-
tion legislation advocate swift action by legislatures. 35 In 1997, Texas anti-
123. See Kaufmann, supra note 5, at 422-23 (stating employers who want to avoid utilizing increased
safety measures use screening as tool to determine what applicants may pose vulnerability to current
workplace conditions). Additionally, it is unlikely that an employer would not be able to reasonably provide
accommodations. Id. at 415.
124. See id. (arguing against employer's rationale that, carriers without symptoms do not require
changed workplace accommodations).
125. See id. (explaining that genetic test results may inform employer of potential future medical
condition, but not present inability to do job which is required as business necessity reason).
126. See id.
127. See id.
128. See supra note 120.
129. See id.
130. See Kaufmann supra note 5, at 393 (noting the rise of genetic testing in employment).
131. See Bagley supra note 71, at 726 (discussing reasons for employers to conduct testing, primarily
to enhance productivity, to ensure reliability, and to protect workers from unfit co-workers).
132. See Kaufmann supra note 5, at 393-94 (providing survey results on companies using genetic
test results to screen applicants).
133. See id.
134. See id.
135. See Genetic Testing Could Be Used To Deny Employment, Opponents Say, TEXAS WORKER'S
COMP ADVISOR (Providence Publications, LLC) May 1997, at vol. 8, no. 5 (covering proposed legislation
to curb employment and insurance discrimination from genetic testing). See also Dee Lord, Something in
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genetic discrimination legislation supporters fueled advocacy efforts by
estimating that access to increasingly affordable genetic testing tools is evident
within the next three to five years.
13 6
2. Applicants' Interest in Genetic Testing
An applicant has an autonomy interest in making a medical decision about
genetic testing. Respect for an individual's autonomy to make decisions is a
core societal value.' The question specific to genetic testing surrounds the
autonomy interest of deciding for oneself whether or not to be tested.'38
Autonomy may be preserved if physicians are required to obtain informed
consent from patients. 3 9 The right to make informed, independent decisions
about whether or not to be tested and to know the results are important for
individual autonomy."4 The common law right to bodily integrity and to make
informed decisions about one's own medical care is expressed in the doctrine
of informed consent.'
41
While the Schloendorffv. New York Hospital 42 court found that competent
adults have a right to decide what happens to their body, 143 this right has not
been extended to the employment context.' 44 The Supreme Court has
the Genes: EEOC takes steps to forestall discrimination for predisposition to illness, 82 A.B.A.J. 86 (April
1996) (pointing out that advancing technology regarding genetic information similarly requires steps to
prevent discrimination that employers can easily exercise).
136. See id. (emphasizing urgent need to be proactive before technology becomes commonplace).
137. See Tom L. Beauchamp & James F. Childress, PRINCIPLES of BIOMEDICAL ETtICs 120 (4th ed.
1994) (identifying personal autonomy as core to human morality but without specific principles for
application).
138. See Rachinsky, supra note 38, at 583 (discussing policy considerations of autonomy regarding
genetic testing). A person must decide if he wants to be tested, if he wants to know the test results and who
else should receive the genetic information. Id.
139. See Beauchamp & Childress, supra note 137, at 142 (noting that medical, research and
professional ethics codes state patient must give informed consent to medical interventions). Commentators
recognize the twofold purpose of consent as preventing harm to patients and establishing expectation of
professionals' responsibility to their patients. Id.
140. See Rachinsky, supra note 38, at 583 (contemplating the privacy considerations involved in
individuals being genetically tested).
141. See Cooper supra note 9, at 370 (analyzing informed consent doctrines). See also Beauchamp
& Childress, supra note 137, at 142 (describing how informed consent has transformed from physician's
duty to disclose information about procedures and treatment to patient's degree of understanding and ability
to consent).
142. 105 N.E. 92 (1914).
143. Schloendorff v. New York Hosp., 105 N.E. 92 (N.Y. 1914) (holding that patient had autonomy
to decide what should be done to her body based on what she consented). Plaintiff went to charitable
hospital and consented to employee-physician to determine the nature of the lump in her stomach. Id. at
127-28. She consented only to an ether examination but not to surgery. Id. at 128. While she was
unconscious due to the ether, the surgeon operated on her against her express statement. Id. Plaintiff
contended the invasive procedure was performed without her consent and was an assault. Id.
144. See Bagley, supra note 71, at 727 (stating that there has been no legal recognition of applicants'
rights to refuse medical screening in employment context).
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addressed the right to decision-making as a liberty interest that is afforded due
process the context of reproductive choices.1 45 The Court also found in Cruzan
v. Director, Missouri Department of Health,"4 that a competent individual
may have a constitutionally protected right in refusing life-sustaining medical
treatment. 147 However, the Court has not acknowledged the right of autono-
mous decision-making in all medical contexts. 48 An applicant can only claim
illegal screening if the testing procedure violates a statute, regulation, or
collective bargaining agreement.'49 Therefore, protection of an autonomy
interest in making a personal medical decision to take a genetic test must come
from statute.
Despite an interest in an informed decision regarding testing, applicants
have an additional interest in the correct interpretation of genetic informa-
tion.] 5 Genetic test results are sensitive and mysterious to the medically
untrained. ' The majority of employers are not educated in the interpretation
of genetic information.'52 A misunderstanding of genetic information can
engender stigmatization and discrimination."'
B. Competing Interests in Access to Genetic Information Records
1. Employer's Interest in Accessing Medical Records
Employers typically consider employment medical records as company
property and maintain their interest in withholding medical records from
145. Griswold v. Connecticut, 381 U.S. 479, 486 (1965) (holding statute violated constitutional
fundamental right in zone of privacy "emanating" from Bill of Rights for married persons in making family
planning decision to use contraceptives); Roe v. Wade, 410 U.S. 113 (1973) (holding there is constitutional
right to abortion within first trimester of pregnancy and any infringement upon right is unconstitutional);
Planned Parenthood of S.E. Pa. v.. Casey, 505 U.S. 833 (1992) (holding that right of privacy includes
decision whether to terminate pregnancy).
146. 497 U.S. 261 (1990).
147. Cruzan v. Dir., Mo. Dep't of Health, 497 U.S 261,279 (1990) (holding competent persons have
a constitutionally protected right to refuse life-saving treatment). The patient here, however, did not leave
clear and convincing evidence that she would have wanted her family members to remove the artificial
hydration and nutrition. Id. at 280.
148. See Cooper, supra note 9, at 375 (noting Court has recognized informed decision-making and
bodily integrity as fundamental rights but has not yet addressed these issues in the context of diagnostically
significant tests that are only of minimal intrusive nature).
149. See Bagley, supra note 71, at 727-28 (providing what allegations applicants can state against
illegal screening as there is no legal support for refusing medical exams).
150. See Rachinsky, supra note 38, at 585 (pointing out that genetic information deserves strong
protection compared to general medical information). The unique nature of genetic information is not
understood by the public. The information must be understood in terms of the differences between
predisposition to and actual manifestation of an illness. Id. Furthermore, there is an interaction between




153. See supra Part M. C. See also infra note 226.
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employees.'54 ADA provisions support employers in controlling medical
record-keeping.'55 The statute permits employers to retrieve applicants'
medical records from other sources.'56 Additionally, employers are not
required to disclose the records to the applicant before or after making final
employment decisions. 5 7 For private sector, non-union employees, state law
and not federal law regulates access to their own medical files. 8 Currently,
only a small number of states allow employees to access their medical
information held by employers.
59
Employers have a legitimate interest in maintaining the accuracy and
integrity of the medical records they hold." ° This interest could be compro-
mised if employees are allowed to review medical records.'6 Unsupervised
viewing of records could invite employees' to make improper changes to their
medical information. Misleading changes could lead to inaccurate employ-
ment decisions or interfere with litigation preparation. 62 Additionally, there
is a sound business need to maintain confidential records for internal audits
and to preserve a supervisor's ability to prepare honest performance evalua-
tions."'
2. Applicant's Interest in Accessing Medical Files
In order to protect their medical information privacy and their decision-
making ability, applicants must have open access to their medical records.
There are several negative effects of depriving applicants of the knowledge of
medical information employers have obtained.' 64 Additionally, applicants
submitting to medical examinations are not informed as to testing procedures
of their potential employers' collected samples and will likely never discover
154. See Hudson, supra note 7, at 539 (discussing employer's interest in keeping employees'
information from employees).
155. See id. at 549 n.90 (analyzing ADA's provision to employers to screen applicants first and make
final hire decisions after).
156. See id. (employers are able to collect applicant's medical records after receiving applicant's
authorization).
157. See id.
158. See id. at 555-56 (noting that few states provide employees access to their medical files and some
of those states place several restrictions on access).
159. See id. at 555 n.136 (listing Connecticut, Delaware, Massachusetts, Ohio, Rhode Island and
Wisconsin permitting employees access to medical records in employers' possession).
160. See id. at 560 (discussing the reasons for protecting employers' interest in restricting employees'
access to their medical records).
161. See id.
162. See id.
163. See id. at 562.
164. See id. at 564-568 (providing various reasons to safeguard employee's access to medical
records). Employee's desire access to medical records include ensuring their accuracy as the records may
affect future employment opportunities; the employee may not obtain critical health information directly
from the employer-selected doctor; and to ensure tests were not conducted without their consent. Id.
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the test results. 65  These results may then be forwarded to other future
potential employers during reference checks, resulting in faulty duplication
and denial of employment.
66
While some federal legislation allows public and private-sector employees
access to their medical records, the ADA does not provide employees. with a
right to review medical records held by their employers. 167  Private sector
employees need a broad national minimum federal standard and particular
state protections. Because many employment decisions are based on
documented records, applicants' review of medical information that is first
collected by an employer-hired physician is especially important. 68 The
traditional protection of the doctor-patient relationship is not established. 69
Most state medical access statutes do not permit employees to review medical
records that are not created by their own personal physicians. 170 Applicants
may sense a lack of control and may fear discriminatory activity and, instead
may choose not to be vulnerable to this circumstance simply by refusing to be
tested.'
71
When an applicant is examined by an employer-hired physician, that
encounter should trigger the doctor's duty to disclose test results.' 72  In
165. See Abbey S. Meyers, EEOC Genetic Ruling Protects Society, EMP. TESTING -- LAW & POL'Y
REP. (University Publications of America) July 1995, at 103 (relating sensitivities applicants may have
because they are not fully informed of medical exam procedures).
166. See Hudson, supra note 7, at 535-36 (noting that future employers can access personnel and
medical records from previous employers who may be storing inaccurate information). The obvious
detriment to the employee who does not get to examine his records is that this misinformation is transferred
between potential employers unbeknownst to the applicant who may not have a statutory right to review and
correct this information. Id.
167. See id. at 537 (introducing current state and federal protection available to employees wanting
access to their personnel and medical records). The Occupational Safety and Health Act of 1970 ("OSHA")
provides private-sector employees working with workplace toxins with access rights to their medical exam
records held by their employer that indicate their exposure. Id. at 550. However, OSHA does not give the
same access rights to employees in non-potentially toxic work environments, leaving a void in federal
protection to both public and private sector workers. Id. Distinguishing employee review of medical records
provision absent in ADA. Id. at 549-50. Currently, fourteen states do not provide employees access to
medical records unless they were exposed to occupational toxins during their employment. Id. at 568.
168. See id. at 566 (explaining that no relationship occurs because there is no follow-up care or
treatment provided and physician may only inform employer of discovered medical condition).
169. See id. (explaining that state medical record access statutes do not regard applicants receiving
medical exams under direction from employer as patients of doctor who is conducting exam for employer
(citing Tumblin v. Ball-Incon Glass Packaging Corp., 478 S.E.2d 81 (S.C. Ct. App. 1996)). See also Bagiey,
supra note 71, at 731-32 (stating that ADA only requires employer-selected physician to make
recommendations on applicant's functional abilities and restrictions necessary for job and if employment
health and safety standards are met). Physicians may also have to report on person's present ability to do
the particular job function, if accommodations are necessary, and if the person's condition will put others'
health and safety at risk. Id.
170. See Hudson, supra note 7, at 549-50 (distinguishing employee-medical-records-access provision
that is absent in ADA).
171. See supra note 135.
172. See Hudson, supra note 7 at 549.
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Cleghorn v. Hess,173 the Nevada Supreme Court found that a physician-patient
encounter existed for the purposes of the medical exam which the employer
required. 74 Genetic test results, arguably as or more sensitive than psycholog-
ical test results, should require similar disclosures from the employer-selected
doctor. In this case, the plaintiff had a psychological examination performed
by an employer-hired doctor. 75 Neither the doctor nor the employer disclosed
the results to the employee. 176 The court reasoned that any adverse informa-
tion in the file could significantly affect the employee's future.177 An applicant
cannot ensure the accuracy of medical information.7 7 The court ruled that an
employee has a right to access results from a medical test conducted on the
employer's demand. 179 Therefore, a statute which creates a balance between
potential employers and applicants access to medical records is necessary to
establish a comfortable work environment between the two parties. 1' °
Assurances of the confidentiality of and access to private and personal medical
information may increase an applicant's willingness to take a genetic test that
currently potential applicants are reluctant to take.'
3. Heightened Interest in Testing Autonomy and Record Privacy
for African Americans
a. African Americans' History of Mistrusting the Medical Establishment
While access to genetic tests results is problematic, African Americans
perceive a collective history of medical mistreatment and inaccessibility to the
173. 853 P.2d 1260 (Nev. 1993).
174. Cleghom v. Hess, 853 P.2d 1260, 1263 (Nev. 1993) (holding that Nevada state statute provides
employees access to medical records collected by employer when required to take medical or psychological
exam as condition of employment). The court reasoned that the statute was designed to protect the patient's
privacy. Id. The applicant who submitted to a psychological exam and later became an employee was
considered a traditional patient under the state's evidence statute. Id. The court found that submitting to
an examination that is a condition of employment creates a relationship that permits the tested examinee to
review the exam results. Id. The court further held that when the examinee is not permitted to review the
results, the employer is given an opportunity to gather secret information on the examinee that could
negatively affect their future. id. It is especially detrimental to the examinee because no opportunity to
correct the information is given. Id.
175. See id at 1263 (noting that plaintiff had psychological examinations performed by an employer-
hired doctor, first as an applicant and again as an employee).
176. See id.
177. See id.
178. See id. (noting applicant has no opportunity to challenge and to correct errors).
179. See id. at 1263.
180. See Hudson, supra note 7, at 568 (proposing legislative action to correct power imbalance
between employees and employers over medical records access). There is a strong policy argument for
ensuring this access to foster a comfortable work environment. Id. at 564.
181. See supra note 135 (endorsing need for strong safeguards against genetic discrimination in
employment).
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medical establishment that makes them more susceptible to discrimination.'1
2
African Americans mistrust of the medical profession arose from medical
researchers' experimentation and abuse in furtherance of research during
slavery."3 After slavery, African Americans became the target of several
medical experiments. ' 4 The most infamous example is the Tuskegee Syphilis
Experiment, which was conducted from 1932 to 1972 under the direction of
the United States Public Health Service.8 5 In the Tuskegee experiment, four
hundred infected African-American men were denied available treatment so
doctors could study the debilitating effects of syphilis."6 The established
medical community was aware of the study, yet made no effort to stop it. 
8 7
In 1972, the Department of Health Education and Welfare reported that, the
federal government funded an estimated 100,000 to 150,000 sterilizations of
African American women.' These programs threatened the women with
removal of their welfare benefits if they did not undergo sterilization. 8 9 Some
doctors were known to condition delivery of fetuses or abortions on a woman's
agreement to sterilization.'"9
Sickle cell anemia has been the genetic disorder that helped construct a
basis for medical mistreatment and racial subordination. As recently as the
1970s, several states mandated involuntary screening of African Americans for
sickle cell anemia.' 9' African Americans perceived a message of genocide,
as frequently the advice discouraged procreation.' 92  These examples
demonstrate a population with a history that validates a legitimate fear of the
medical establishment.'93 There exists a shared Black awareness of medical
abuse, which shapes African Americans' distrust of the medical profes-
sion.'9 Understanding this mistrust informs a clearer examination of the
182. See generally Randall. supra note 103.
183. See Randall, supra note 103, at 191 (stating mistrust of medical establishment due to history of
medical abuse).
184. See id.
185. See Randall, supra note 103, at 197-98 (tracing history of medical experimentation during
slavery period).
186. See id. at 198 (relating Tuskegee Syphilis experiment as well-known egregious example of
concerted medical mistreatment).
187. See id. at 199.
188. See id. at 202 (giving examples of sterilization against female African Americans).
189. See id.
190. See id.
191. See supra note 98 and accompanying text; see also Kaufmann, supra note 5, at 403 (stating
Congress' reaction to sickle cell screening by enacting National Sickle Cell Anemia Act (citing Pub. L No.
92-294, 86 Stat. 136 (1972) (codified as amended at 42 U.S.C. 300(b) (1976)) (noting that in1972, the
National Sickle Cell Anemia Control Act prohibited use of federal funds for involuntary testing)).
192. See Randall, supra note 103, at 201 (stating intended effect sickle cell screening was to have on
African Americans' family planning).
193. See generally Randall, supra note 103.
194. See Cooper, supra note 9, at 356 (stating pervasive and long-term effect of domestic eugenics
resulting in Blacks' awareness of medical mistreatment that shapes their outlook on healthcare). The
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difference between the European and African American's willingness to make
informed health decisions. 195 This distrust affects genetic testing results when
individuals share a legitimate fear of exacerbating racial subordination with the
usage of genetic information.196 As a result of this fear, fewer minorities will
likely consent to testing.
b. African Americans' Inaccessibility to Health Care
African Americans' willingness to consent to genetic testing is impaired
by their inability to access health services. 97 Inaccessible health care for
African Americans will continue due to the current unavailability of and fear
of seeking medical treatment for many genetic deficiencies. African Ameri-
cans' access to medical services is also limited by discrimination. 198 Hospitals
discriminate by using patient referral and restrictive acceptance procedures. 199
African Americans comprise thirteen percent of the United State's total
population.2°° Twenty-one percent of African Americans lack health insurance
compared to eleven percent white non-Hispanic Americans.' Nearly twenty-
two percent of blacks did not have health insurance for the years 1997-1999,
compared to nearly fifteen percent of white Americans. 2 2 Inability to obtain
regular health services and treatment can diminish African Americans' ability
to discover genetic information that may reveal a susceptibility for an illness
for which there is no current treatment.
20 3
domestic eugenics practices included race-based experimentation and sterilizations imposed on low-income
persons. Id.
195. See id. at 388 (connecting history of health care maltreatment to imbalanced patient-physician
relationship and how consent to medical testing and to treatment in that context will be affected).
196. See id. (discussing how genetic information associated with particular race will provide more
grounds for racial discrimination).
197. See Randall, supra note 103, at 208-13 (covering multiple barriers to accessing medical services
that influences trust level towards medical establishment).
198. See id. at 210 (continuing history of racial barriers to access). Unequal access to services also
encompasses the lack and segregation of facilities in communities and few available health care providers.
Id. Another example of racial barriers to access is the segregation in nursing homes, "one of the most
segregated publicly licensed health care facilities in the United States." Id.
199. See id. at 211-12 (stating that African Americans' experience of being "dumped" at another
hospital by private hospitals not wanting to serve them and hospitals not enforcing Emergency Medical
Treatment and Active Labor Act).
200. See U.S. Census Bureau, supra note 89 (reporting black population statistics as of March 1999).
201. See id. (reporting comparisons on health insurance for different populations for 1999.)
202. See U.S. Census Bureau Minority Links, http://www.census.gov/pubinfo/www/hotlinks.html
(visited Feb. 27, 2001) (providing health, employment, and poverty statistics for minorities).
203. See Cooper, supra note 28, at 407 (explaining dimensions of model statute that requires
physician providing full information known about probability of condition developing and availability of
treatment).
Your DNA is Your Resume
C. Current Consent Doctrine and Suggested Revision
Despite African Americans' may force a strained consent to testing to
appear employable despite their fear of employment discrimination and their
mistrust of the medical profession. The consent doctrine is based on the
principle that a person cannot agree to a medical procedure without complete
information of procedures for diagnosis, treatment effects and options.'0 A
revised doctrine must embody fully informed and voluntary consent where
each individual is the ultimate decision-maker.205  Additionally, African
Americans who are suspicious of the medical establishment because of
personal, familial, or historical influences need to be educated differently on
their choices before informed consent can be given.' ° Morehouse School of
Medicine conducted a study which also revealed that cultural beliefs often
influence African Americans' decision not to seek medical treatment. 27 One
of the conclusions was that African Americans must receive culturally specific
medical information to discard incorrect and detrimental attitudes about health
and to enable proper consent to proper treatment.208
The doctor-patient relationship is a core element which facilitates true
consent yet is colored by institutional barriers.2' However, even putting aside
racial or familial influences, this relationship usually begins with a rooted
inequality between physicians and patients. 2'0 This medical profession has
204. See supra note 141; see infra note 208.
205. See Cooper, supra note 9, at 364 (identifying need for heightened form of consent for genetic
testing). Contrasting in the past when physical exams diagnosed illnesses to today's advanced diagnostic
tools that reveal current conditions but also conditions for which we are at risk and for which there may be
no known cure. Id. Advancing technology in genetic testing, the ability to learn medical information about
oneself, and the lack of treatment available for many genetic conditions, require a soundly constructed
consent doctrine. Id.
206. See id. at 385 (engaging in critical discussion of current informed consent's effectiveness). To
fully understand the facets of informed consent, both the nature and quality of the consent in addition to the
information provided to the patient must be conveyed as not coercive and the individual is fully aware of
the decision being made. Id. For example, patients who have felt alienated from the health care system, will
have to have their fears allayed, information disseminated and questions answered that are relevant to their
experience or mental construct of health care provision. Id.
207. See Delthia Ricks, New Data on Race Gap In Health Care/Study: Ethnic Minorities Out Of
Information Loop, (April 28, 1999) 1999 WL 8269152 (stating purpose of study on health care gap between
races). Fear of the medical establishment and economics are not the only factors shaping African
Americans' perspective. Id. See also Randall, supra note 103, at 230 (stating that Afrocentric moral
construct of bioethics encompasses both one's free choice and relationship to family and community as
compared to Eurocentric bioethics being influenced by only individual free choice).
208. See Ricks, supra note 207 (stating study researchers' conclusion of giving culturally-specific
information to ethnic patients so they can make fully informed and better health decisions).
209. See Cooper, supra note 9, at 382 (noting gaps in current consent doctrine by reviewing doctor-
patient relationship).
210. See id.; see also Ricks, supra note 207 (citing Dr. Rodriguez, president of the Interamerican
College of Physicians and Surgeons, who stated that hospitals have created shortage of minority physicians
who are being trained which will exacerbate small amount of minority physicians).
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been comprised of mostly affluent, white male doctors.2 1 The imbalanced
demographic can impair a patient's informed consent to treatment options.
212
African Americans represent only three percent of the medical profession.1 3
A patient's medical decision is usually framed by the level of trust towards the
physician, and in most cases, although patients are told they are the final
decision-makers, the doctor's preferences are evident and influential. 24 The
patient must feel comfortable to make the best health decision and must trust
the doctor to provide the highest standard of care.2 5 To engender trust, the
doctor should fully inform the patient of the benefits and potential risks;
respond to the patient's concerns; and allow the patient reasonable time to
deliberate and ask questions. 2 6 Additionally, the patient should have full and
accurate information on the personal, economic and social implications of the
decision." 7
Society generally expects that the developed trust inherent in a traditional
doctor-patient relationship equalizes the power imbalance between the two
parties. 2t However, even minimal trust in the physician is absent in many pre-
employment medical exams because the applicant is often seen by an
employer-hired physician.2 9 The applicant likely did not have a prior
relationship with the employer-selected doctor nor will the patient receive
aftercare from the doctor.2" Achieving valid consent from an applicant is
greatly reduced by this dynamic.
211. See Cooper, supra note 9, at 382 (noting traditional physician-patient relationship was
characterized by racial imbalance of white, male doctors and that demographic has changed slightly only
very recently).
212. See id. (arguing that unequal power levels can alter how much each patient trusts their doctor
and influences patients' decision to accept medical services).
213. See Randall, supra note 103, at 212-13 (stating lack of black health care professionals as one
reason for existing racial barriers to medical treatment).
214. See Cooper, supra note 9, at 415 (explaining why original consent doctrine basis is no longer
applicable to advanced medical technologies used for diagnostic and treatment purposes). The author
discusses how to create institutional supports that are necessary to gain informed consent. Id.
215. See id. (stating what basic assurance patients need from their doctor to enter a trusting
relationship).
216. See id. at 383 (detailing types of information patient should receive from doctor when making
decision for testing, which become necessary components toward building doctor-patient trust).
217. See id.
218. See id.
219. See Hudson, supra note 7, at 566 (describing lack of traditional doctor-patient relationship such
that applicant or employee have no right to be notified by doctor of any condition revealed). Because this
doctor will not provide treatment, it is commonly believed that no relationship involving open patient-doctor
communication is required. Id.
220. See id.
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D. Similarities Between HIV and Genetic Testing Consent Climates
Genetic testing is strikingly similar to Human Immunodeficiency Virus
("HIV") testing.221  However, HIV testing requires a heightened form of
consent.2 2 The original consent doctrine in the medical field was based on the
intentional tort of battery.23 A patient had to authorize a medical physician to
conduct a specific procedure from which the physician could not deviate.224
The nature of the consent doctrine evolved into consent to the type of medical
procedure and its accompanying risks and benefits. 225 However, this form of
consent did not provide for counseling of the social risks and stigma attached
to persons carrying the HIV virus. 225 Gay men and drug users were stigma-
tized by the diagnosis and discriminated against.227 Consequently, states
legislatures have provided protection against forced HIV testing and have
established appropriate counseling procedures for the testing process.
2
Genetic tests should be afforded the same consent standard required for
HIV test procedures. The suggested structure of genetic testing consent can
be compared to the current HIV model of informed consent. 229 Genetic tests,
like HIV tests, are subtly invasive and diagnostic. 230 Also, stigma and
discrimination in employment and insurance attach to minority groups who
carry ethnic or race dominant disorders. 23' Another similarity with the HIV
context involves limited medical treatment with physicians not expert enough
to inform patients of what to do with test results.2 32  In order to give true
221. See id. at 402 (stating similar characteristics of HIV testing and genetic testing).
222. See id. (noting that there is not a similar consent standard for the two tests although they share
sensitive features). Proposing that similar consent standards should be enacted by state and federal
governments. Id.
223. See Cooper, supra note at 9, at 402 (introducing evolution of consent doctrine)
224. See BEAUCHAMP & CHILDRESS, supra note 137, at 143 (analyzing the principle of a patient's
autonomous authority when consenting to medical procedures and treatment by doctor). The doctor was
liable for battery, touching without consent, if the doctor decided to act contrary to the patient's request or
did not consult patient regarding the medical procedure. Id.
225. See Cooper, supra note 9, at 395 (noting that consent doctrine has changed but not to meet
possible special effects carrying HIV/AIDS has on individuals)..
226. See id. at 396-97 (describing information disseminated during pre- and post-counseling). For
instance, the counseling includes a description of the disease's accompanying illnesses, the discrimination
that can follow and what legal protections are available. Id. Post-counseling should communicate medical
treatment available, emotional support services available, how to change one's lifestyle to prevent future
transmission. Id.
227. See id. at 395-96 (stating legislative motivations arose from concerns of potential for advancing
technology to segregate and not to actively provide therapeutic and medical treatment).
228. See id. at 396.
229. See id. at 395 (comparing HIV testing to genetic testing doctrines).
230. See supra note 43.
231. See supra note 96.
232. See Cooper, supra note 9, at 403 (detailing likenesses between genetic and HIV testing
environments).
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consent to a genetic test, an individual must be informed of the condition for
which he or she is being tested; the known correlations between carrying the
gene and the manifestation of the illness; the treatment options; the decision
to disclose to family and to others; and, the confidentiality concerns. 233 In very
few cases is an employer permitted to screen an applicant for HIV or AIDS.
234
The applicant must give voluntary, informed consent and receive the assurance
that the confidential test results will be fully explained to the employee. 5
The sensitive nature of genetic information from DNA tests is comparable to
the sensitivity of HIV test results. 236 All states and the federal government
should enact legislation that provides similar consent and disclosure proce-
dures for applicants taking genetic tests.
V. CURRENT LEGISLATION PROHIBITING GENETIC DISCRIMINA-
TION AND SECURING MEDICAL INFORMATION CONFIDENTIALITY
The United States Court of Appeals for the Ninth Circuit examined current
federal legislation that addresses genetic discrimination and genetic informa-
tion in Norman-Bloodsaw v. Lawrence Berkeley Laboratory237  Norman
Bloodsaw and six other employees filed a class action against their govern-
ment employer, alleging disproportionate testing among blacks, Hispanics and
females. 238  While applying to work at the laboratory, Norman-Bloodsaw
plaintiffs were required to take physical examinations and give blood
samples.239 The letter to the applicants prior to their employment merely stated
they would be undergoing a medical examination. 2" The company failed to
inform the applicants of the comprehensiveness of the diagnostic tests or that
the tests were a required condition of employment. 24' The court found that
even though the medical questionnaire inquired about sixty-one different
conditions, including sickle cell anemia, venereal disease, and menstrual
disorders, 2 the applicants were not sufficiently informed; nor should they
233. See id. at 407 (suggesting information that should be provided to person seeking genetic testing).
234. See Hudson, supra note 7, at 567 (introducing conditions under which employer can screen
applicant for HIV).
235. See id.
236. See supra note 151.
237. See generally Norman-Bloodsaw, 135 F.3d at 1260.
238. See Rothstein supra note 22, at 407 (stating facts of plaintiffs' allegations).
239. See Norman-Bloodsaw, 135 F.3d at 1264-65.
240. See id. at 1267.
241. See id.
242. See id. at 1264-65.
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have expected further intrusions from the required blood and urine samples." 3
Furthermore, being a carrier of the sickle cell trait can reveal, what is possibly
a sensitive, family history and reproductive choices.2" Ultimately, the court




A Title VII claim provides a remedy for employees of a protected class
who become objects of discrimination.' The Norman-Bloodsaw court
pointed out that Title VII clearly prohibits discrimination both in the
conditions and terms of obtaining employment. 7 Title VII does not allow an
employer to classify employees based on race, color, religion, sex, or national
origin.24 An employer violates Title VII when he makes hiring decisions
using a medical examination as a pretext for discriminatory hiring or the exam
discriminates against applicants. 9 For an employer to require a pre-
employment medical exam that targets traits of black or female applicants is
a violation of Title VII. Therefore, the court ruled that pre-employment
medical examinations conducted for the sickle cell trait on black employees
and pregnancy tests on female employees sustained plaintiffs' Title VII
claims.250
In the context of genetic testing, proving a prima facie case of discrimina-
tion would require establishing that plaintiff is a member of a protected group
and was denied employment because of a test for a medical condition
prevalent in that group.25' The problem for potential minority claimants is that
243. See id. at 1269.
244. See id. at 1270.
245. See id. at 1269-70 (stating that district court erroneously dismissed as de minimis additional
allegation of unexplained invasion of privacy by tests for private health and genetic conditions).
246. See supra note 14; see also Rachinsky, supra note 38, at 588-89 (commenting on need for
comprehensive federal legislation on protecting genetic information to prevent discrimination by health
insurance agencies and employers).
247. See Norman-Bloodsaw, 135 F.3d at 1272 (citing Griggs v. Duke Power Co., 401 U.S.424,432-37
(1971) (holding Title VII violation where facially neutral educational and testing standards do not
appropriately indicate ability and has disparate impact on hiring of minorities). The statute identifies five
protected classes. See supra note 250.
248. 42 U.S.C. 2000e (1994) (stating it is unlawful for an employer to refuse to hire, fire or
discriminate in any other formagainst individual because of his or her race, color, religion, sex or national
origin).
249. See Gostin, supra note 3, at 733 (discussing Title VII protections against employment
discrimination based on race or sex).
250. See id.
251. See Rachinsky, supra note 38, at 589 (discussing what claimant has to show to bring Title VII
claims).
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courts are rarely convinced of discrimination by empirical evidence. 2
Although several genetic traits are predominant in specific protected groups,
genetic traits in and of themselves, are facially neutral." Title VII does not
afford comprehensive protection to claimants alleging genetic racial discrimi-
nation, because there is not always a direct connection between genetic traits
and a protected class.2 4 Claiming that the potential employer is discriminating
against a genetic trait does not in fact lead to racial discrimination, so proving
discrimination will be difficult for the claimant."55
B. Americans with Disabilities Act
The ADA provides a minimum standard of federal protection, which may
protect applicants from genetic discrimination." Congress passed the ADA
to prohibit employment discrimination against persons based on their
disabilities.2" A disabled employee cannot be denied a job unless the
particular disability interferes with the ability to perform the job." The ADA
also protects those who have recovered from a disability or who were
misdiagnosed as having a disability.5 9 This category includes persons who
incorrectly test positive for a genetic disorder.2w The ADA may also provide
protection to persons with asymptomatic genetic disorders.26' That protection
may aid individuals who do not display any symptoms of a condition which
they may or may not develop later in life but currently does not impair their
ability to perform a given job.262 A review of courts' narrow interpretations
252. See Burnett, supra note 26, at 516 (stating inadequacies of Title VII claims using disparate
impact theory).
253. See Kaufmann, supra note 2, at 420 (discussing challenges to bringing Title VII claims).
254. See Bumett, supra note 26, at 516 (noting inadequacies of federal legislation).
255. See Kaufmann, supra note 5, at 420-421 (stating challenge that claim of discrimination simply
based on the presence of genetic marker would most likely fail)
256. See Rothstein, supra note 24, at 404 (stating generally ADA structure). While the ADA provides
broad protection to defined disabled persons, it will not pre-empt state laws that provide the same or greater
protection. Id. Only employers with fifteen or more employees must comply with the ADA, but about half
the states have disability laws that also apply to work sites with one to fourteen employees. Id.
257. 42 U.S.C. § 12101 (1990) (providing that persons with disabilities should be afforded equal
opportunity in all aspects of fife including social, vocational, economical, and educational). See also
Rothstein, supra note 24, at 404 (stating the scope of ADA protection in workplace). This protection extends
to both private and public sector employees who are one of fifteen or more full-time employees at their
respective work sites. Id.
258. See Meyers, supra note 165.
259. See Kaufmann, supra note 5, at 412 (warning that currently available genetic tests may be
inaccurate and inconsistent).
260. See id.
261. See id. at 412-413 (suggesting asymptomatic genetic disorders are disabilities under ADA). An
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of the ADA reveals an inconsistent application of coverage.2 63 These decisions
range from protecting against the misuse of genetic information; controlling
the access to genetic information; and permitting an individual to forbid the
creation of his or her individual genetic map.2' Therefore, there is a need for
a specific genetic information federal legislation.
1. Medical Testing Under the ADA
The ADA purports to regulate employers' use of medical examinations
throughout the three distinct stages of employment: pre-offer stage; condi-
tional pre-placement stage; and actual employment.265 However, the ADA is
not effective in restricting access to genetic information in the pre-placement
phase. 266 In Norman-Bloodsaw, the petitioners claimed that their employer
unlawfully required, obtained and maintained non-job-related and non-
business-necessity medical information. 2  However, the court ruled that
because this activity occurred in the pre-placement phase, plaintiffs' ADA
claim was without merit.268
Medical examination in the conditional offer phase presents the greatest
potential for accessing genetic information and perpetuating genetic racial
discrimination. The general medical and specific genetic information sought
is easily accessible through medical entrance exams, health insurance claims,
medical release forms and questionnaires. 69 The petitioners in Norman-
Bloodsaw had an unsuccessful ADA claim, which alleged that their employer
unlawfully had required, obtained and maintained non-job-related and non-
business-necessity medical information.27
The conditional offer stage allows an employer to make a final offer
conditional on a pre-placement exam. 27' The EEOC permits the scope of
263. See Fleischer, supra note 29 (pointing out ADA's multiple interpretations lend itself to
inconsistent applications).
264. See id. (describing the different approaches of various courts).
265. See Bagley supra note 71, at 729 (examining employee protection against discrimination under
ADA, OSHA, and Title VU, specifically detailing three phases of employment testing).
266. See Burnett supra note 26, at 518 (discussing inadequacies of federal legislation); See also 42
U.S.C.S. § 12112 (d)(3)(B) (2000) (providing unlimited discretion to employers in what records they
maintain but instructing that records be maintained separately and confidentially).
267. See Norman-Bloodsaw,135 F.3d at 1273 (petitioners' original ADA violation claim stated
employer unlawfully mandated medical exams and inquiring about non-job-related conditions). The
amended claim on appeal was a violation for keeping medical records not associated with a business
necessity. Id.
268. See id.
269. See 42 U.S.C.S. § 12112(d)(3) (2000); See also Rothstein, supra note 24, at 404-405 (detailing
employers responsibilities when requiring medical examinations). Employers are not restricted from
requiring the release of all an applicant's medical records as a valid condition of employment. Id.
270. See Norman-Bloodsaw, 135 F.3d at 1273.
271. 42 U.SC.S. § 12112 (d)(3) (2000).
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medical exams to be unlimited during the conditional offer stage.272 Therefore,
an employer has access to a full medical history, including the uncertain health
future that might be indicated by genetic test results.
The ADA requires that three conditions must be met to examine applicants
at the conditional offer stage: all entering employees must be tested regardless
of disability;273 the information must be stored separately and kept confiden-
tial;274 and, refusal to make a final offer must be restricted to a job-related
disability for which reasonable accommodations cannot be made.275 If an
employer does not act in conformity with these requirements, that employer
has violated the ADA.276
If an applicant suspects that a withdrawn job offer was attributable to test
results, the applicant is not entitled to and will not likely receive a confirma-
tion or a denial of the employer's reasons for not hiring.2" The applicant is
only informed of the company's reasons if she files an EEOC complaint or a
lawsuit.278 An applicant will rarely pursue legal action while actively seeking
employment. These measures make it easy for unlawful discrimination to
occur and to go unchallenged.279 Additionally, there has been an invasion of
medical privacy through the unnecessary retrieval of personal and sensitive
information.m The prospective employer now knows this information and can
make independent determinations regarding the applicant's genetic disabilities.
The ADA's language prevents medical exam results from being used in
the hiring process even if a revealed medical condition may affect an
applicant's ability to perform the job.281 Congress enacted the ADA to permit
272. See Kaufmann, supra note 5, at 408 (noting employer can test for any condition during pre-
placement stage). See also 29 C.F.R. § 1630.14 (b)(3) (2000) (providing that medical examinations do not
have to conform to business-necessity or job-related reasons).
273. 42 U.S.C.S. § 12112 (d)(3) (2000) (providing that employers may condition final job offer on
results of medical examination).
274. 42 U.S.C.S. § 12112 (d)(3)(B) (2000) (providing that any medical information obtained during
the conditional offer stage must be maintained confidentially).
275. 42 U.S.C.S. § 12112 (b)(5) (6) (2000) (providing that employer must make reasonable
accommodations without undue hardship for disabled applicant or employee and any refusal to hire must
be based on job-related reasons).
276. 42 U.S.C.S. § 12112 [(b)(6)] (2000) (providing that employer has discriminated against disabled
applicant or employee if employer does not comply with regulation's provisions).
277. See Rothstein, supra note 24, at 406 (explaining that applicant has no right to be informed of
reasons for refusal to hire and cannot be assured he is not being hired for proper medical or business
reasons).
278. See id.
279. See id. (noting tenuous position applicants are in because of ADA's provision to employers to
test for any reason and not requiring employers to explain their reasons for not making final job offers).
280. See id. (recognizing that testing for unlimited reasons may lead to unnecessary invasion of
privacy).
281. See Kaufmann supra note 5, at 405-409 (defining medical examinations under ADA). The
EEOC guidelines define a medical examination as a test that collects information regarding physical or
psychological health; is a completed procedure whose results are interpreted by a health professional; and
is an invasive procedure generally conducted in a medical setting using appropriate medical equipment. Id.
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medical examinations that reveal job-related health conditions to legitimately
place an applicant in an appropriate position. 2  However, testing for unlimited
reasons, which may not be related to job functions or of business necessity,
reveals information but unnecessary to make specific employment decisions.
If this intrusion is admittedly unnecessary, then it should not be permitted in
the conditional offer phase.
2. Genetic Information as a Disability
There is disagreement over whether genetic information showing a
predisposition to a condition constitutes a disability.283 It is ironic that in order
to seek disability status under the ADA, an individual who currently does not
suffer from symptoms or is merely a carrier must claim to be disabled.' No
judicial ruling has supported the finding of a genetic predisposition equaling
a disability.285 The EEOC's summary of disability includes three definitions:
1.) a physical or mental impairment that substantially limits a major life
activity, 2 ) a record of impairment, or 3.) is regarded as having an
impairment.'s6 If any one of the three definitions is met, then an individual
will have a qualified disability. s7 An ADA complaint based on disability
discrimination because of one's genetic information falls under the third
category of being regarded as having an impairment." This prong analyzes
the employer's misperception of the employee's inability to work based on a
genetic mutation that has not developed into a present substantially limiting
disability.289 Being classified as disabled because of a potential genetic
disorder, does not provide appropriate protection to healthy applicants. If an
applicant has no present symptoms or is only a carrier but is considered
currently disabled, the ADA will be meaningless for those persons who have
at 408. Therefore, a genetic test can be used at the designated employment periods. Id. at 405.
282. See Bagley, supra note 71, at 730 (stating Congress' intent in permitting medical examinations
of unlimited scope).
283. See Rachinsky, supra note 38, at 591 (stating that genetic test results may only potentially be
qualified as disability under ADA per EEOC 1995 guidelines).
284. See Richter, supra note 93, at 225-26 (pointing out that ADA was enacted to protect persons with
current disabilities who may be discriminated against in workplace so they have reasonable employment
opportunities).
285. See Rachinsky, supra note 38, at 591.
286. See Executive Summary: Compliance Manual Section 902, Definition of the Term "Disability,"
EEOC Compl. Man., at http://www.eeoc.gov/docs/902sum.html (last visited Nov. 9, 2000). The EEOC
defines impairment as a mental, psychological or physiological disorder affecting one or more body systems.
Id.
287. See id.
288. See Kaufmann, supra note 5, at412 (discussing ADA's three disability prongs and where genetic
discrimination fits).
289. See id. at 412 (finding that employers erroneously construct image of genetic deficiencies as
presently substantially limiting impairments).
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a bona fide disability. Therefore, a different federal statutory protection is
needed for persons with genetic predispositions or who are just carriers of
diseased genetic traits.
C. Current Legislation Protecting Genetic Information Privacy
1. Federal Legislation
Congress is aware of the inadequafe federal regulation guarding genetic
information privacy.2" The Genetic NonDiscrimination in Health Insurance
and Employment Act of 1999 was introduced in Congress but was never
passed.29' Title II of this bill would have provided protection against genetic
discrimination in the employment context.2" Under the Act, employers could
not refuse to hire an applicant based on predictive genetic information.293
Additionally, employers would not have been permitted to request, require or
obtain genetic test results except for limited reasons.294 The Act would also
protect persons who received genetic services provided by their employers.29
Federal employees can seek protection through Executive Order 13145,
issued February 8, 2000.296 The Order limits acquiring, using and disseminat-
ing genetic information297 and specifically prohibits federal employers from
290. See Burnett, supra note 26, at 530-31(reviewing Congress' legislative activity since 1995
addressing need for genetic privacy).
291. See Genetic Nondiscrimination in Health Insurance and Employment Act of 1999, S. 1322,106th
Cong. (1999). See also Rachinsky, supra note 38, at 597 (discussing proposed bill S. 1322 which was
introduced by Senator Thomas Daschle) to prohibit genetic discrimination by employers and health
insurance, but was never passed).
292. See S. 1322, 106th Cong.§ 202 (applying Title 11, Prohibition of Employment Discrimination
on the Basis of Predictive Genetic Information, to employers, employment agencies, labor organizations,
and employees).
293. See id. S.1322, 106th Cong. § 202 (a)(1) (providing that employers can not make discriminatory
employment decisions based on genetic information).
294. See id. at § 202 (a)(3)(A) (permitting collection of genetic information to monitor health effects
of occupational toxins only if employee has given prior, knowing, voluntary, and written consent, if
employee receives test results, if monitoring follows regulations under Secretary of Labor, and if non-health
care professional employer obtains results that do not disclose identity of tested employee).
295. See id. at tit. 11, § 202 (a)(3)(B) (providing that employees must first give knowing, voluntary,
and written consent and only employee or employee's family members will obtain test results provided by
service). Genetic services includes testing conducted to obtain, examine or interpret genetic information
for diagnosis and treatment purposes. Id.
296. See EEOC Celebrates ADA With New 'Gene Bias' Guidance, FED. EEO ADVISOR (LRP
Publications), August 2000, at vol. 3, no. 7 (covering EEOC's review of Order prohibiting federal
employees from genetically discriminating against their employees or from requiring employees from taking
medical exams except for job-reated purposes). President Clinton issued the Executive Order which
-provides minimal protection because it is not proposed or voted on by a legislative body and can be
repealed. Id.
297. See id.
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conditioning a final employment offer on taking a genetic test.298 Currently,
no such legislation exists for private sector employees.
The Health Insurance Portability and Accountability Act299 ("HIPAA") is
the primary source for medical privacy regulations. Under HIPAA, insurers
are prohibited from using genetic information to deny health insurance
benefits. 300 However, the Act's language does not expressly protect genetic
privacy.30' Furthermore, HIPPA applies only to employers who use group
insurers. 3' This leaves self-insured employers free to make hiring decisions
based on health insurance risks using applicants' genetic information.' A
threshold of protection needs to be established on a federal level, 3°' as there is
no widespread comprehensive legislation that prohibits genetic discrimination
in employment in the public and private sector. 5
2. State Legislation
While the federal government's action regarding genetic discrimination in
employment has been recent, states have confronted this controversy for at
least ten years.3l Several states have enacted bills in response to genetic test-
ing and discrimination in the workplace. Wisconsin was the first state to pass
anti-genetic testing and employment discrimination laws in 1991.307 In 1997,
North Carolina enacted a law prohibiting discrimination both based on genetic
information and against persons who chose to undergo genetic testing.308 New
298. See id.
299. 26 U.S.C.S. §§ 9801-9806 (2000) (providing for exclusion of health insurance coverage during
specific periods of pre-existing medical conditions).
300. See Karczewski, supra note 6, at 695-96 (noting Act's protection against using individuals pre-
existing medical conditions to deny insurance and not to discriminate against persons who have been
genetically tested). The Act does allow insurance companies to use genetic test results if results indicate
a medical condition. Id.
301. See Rachinsky, supra note 38, at 593-94. (noting that although insurers can request or require
genetic test they can not be used as evidence of preexist undiagnosed conditions),. Id. Because the HIPPA
is only for group insurers, the Act leaves those persons who purchase individual insurance without any
protection against use of genetic tests to reveal pre-existing medical conditions. Id.
302. See id.
303. See id. (Noting increase in self empoyed workforce seeking self-insured health plans that are
unprotected by HIPPA's mandates).
304. See generally Burnett, supra note 26.
305. See Karczewski, supra note 6, at 695 (reviewing regulations that prohibit genetic discrimination
but do not fully cover anti-discrimination in employment).
306. See Kirstin Downey Grimsley, New Test Labs of Social Law: States, THE WASH. PosT, August
13, 2000, WL 1553081533 (noting that Congress for first time in May 2000 had Senate committee debates
on genetic testing's impact on employment and health insurance, while states have not hesitated to move
forward on legislating social policy in these areas).
307. See id. (covering states response to genetic testing hazards). Twenty-one states, using both
narrow and broad terms, have passed laws banning genetic discrimination. Id.
308. See Womble Carlyle Sandridge & Rice, PLLC, Beware of Genetic Discrimination Claims,
NORTH CAROLINA EMP. LAw LETTER (M. Lee Smith Publishers & Printers), May 2000, at vol.10, issue 4
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York amended the language in its genetic discrimination statute A.B. 2245 so
that genetic characteristics would also refer to predisposing genetic traits. 309
That statute prohibits requiring or obtaining information that reveals any
predisposing genetic traits.3 0  Both New Jersey and New York protect
asymptomatic carriers of recessive disorder genes from discrimination."
Pennsylvania's Genetic Testing Confidentiality Act requires mandatory
informed consent after an explanation of the test's purposes, possible uses,
limitations and interpretations. 31 2  The bill provides further protection by
requiring a written statement from the tested individual that no further
disclosure be made after receipt of the information.33 Notably, in December
2000, Montgomery County, Maryland, was the first local government in the
nation to propose a measure prohibiting public and private employers from
making discriminatory employment decisions based on genetic information
derived from blood tests.3" 4 While states have made impressive strides to
address an increasingly concerned public issue, twenty-nine states still lack
genetic information protection and anti-discrimination legislation.35
VI. PROPOSAL FOR GENETIC PRIVACY STATUTE FOR PRIVATE
SECTOR APPLICANTS
Specific protection is needed for genetic information obtained directly
from blood samples and DNA tests.33 6 The probability of developing an illness
is more accurately predicted by DNA tests than traditional medical history
(providing North Carolina's enacted bill clearly defines parameters of protecting genetic information unlike
ADA which is unclear about extent of genetic information protections).
309. See States Address Genetic Issues in 1999, EMP. TESTING -- LAW & POL'Y REP., (University
Publications of America) June 1999, at 81 (listing various states' legislative approach to preventing genetic
discrimination and enforcing genetic privacy). Noting the change in New York's statute, A.B. 2245, to
provide wider coverage. Id.
310. See id.
311. See Rothstein, supra note 24, at 402 (stating these two states initial approach at protecting
specific genetic disorders before they expanded coverage in 1996).
312. See supra note 309 (detailing Pennsylvania S.B. 16 emphasis on patient consent and records
confidentiality). It ensures the confidentiality of acquiring, maintaining and disseminating of genetic
information. Id. Exceptions to the consent requirement include criminal investigations, emergency health
care, identification of a deceased person and for research or public health purposes. Id.
313. See id.
314. See Monte Reel, Montgomery Moves to Ban Genetic Bias on Job, THE WASH. PoST, December
13. 2000, WL 155227734 (reporting notable step county took to ban genetic discrimination in employment
against private and public sector applicants and employees). The proposal defines genetic information as
coming from blood tests and family histories. Id. If the measure is signed, the law would be effective in
March 2001. Id.
315. See id.
316. See Burnett supra note 26, at 522 (challenging that federal legislation should specifically address
genetic information derived from pure genetic tests).
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questionnaires.317 The HGP's Ethical Legal and Social Implications task force
sponsored an objective of guarding against the misuse of genetic
information.318 The task force produced model legislation, The Genetic
Privacy Act ("Genetic Act").31 9 The Genetic Act essentially provided that
DNA information obtained directly from a person or person's family would be
disclosed only to those whom the tested individual authorized. 320 The Act
excluded from disclosure genetic information obtained from a general medical
history because the drafters reasoned that the legislation would be too broad
and disrupt current practices in obtaining medical information. 32' Addition-
ally, because the impact of disclosing genetic information ranges from
detrimental to not harmful, legal protection must be provided accordingly.
322
A. Federal Legislation
Commentators suggest that a federal model privacy act is necessary.
323
Protecting confidential medical information was addressed by the Department
of Health and Human Services in 1997.324 The Senate Committee on Labor
and Human Resources heard testimony and received a report on recommenda-
tions for federal standards regarding medical information confidentiality and
privacy.325 A sound genetic privacy and confidentiality law will curb the
potential for genetic discrimination. Provisions of the model act should
include, foremost, the individual's fully informed, voluntary and written
consent.326 The Act should also provide for one's right to access, inspect and
correct their medical information. In addition, the right to know how one's
317. See supra note 165. (giving example of what seemed like mere coincidental family history of
heart condition recorded on medical history questionnaire can be validated by genetic test indicating
predisposition).
318. See Burnett supra note 26, at 520 (presenting proposed federal legislation for genetic information
privacy).
319. See id.
320. See id. at 522 (noting Act's provision towards tested individual retaining autonomy over results).
321. See id. (noting that private genetic information is that which is retrieved directly from DNA
sample and not that which is revealed from medical history). Most state and federal legislative bodies are
mirroring the narrowed "genetic information" approach more often than the broader "medical information"
approach. Id. at 523.
322. See id.
323. See id. (proposing that one model privacy act could resolve ADA's inconsistent and inadequate
coverage).
324. See Rachinsky supra note 38, 593-95 (discussing evolutionary process of recent federal
proposals for genetic information confidentiality and anti-discrimination laws).
325. See id.
326. See supra note 312 (stating Pennsylvania's approach to genetic testing confidentiality). The bill
provides that before an individual is tested, the 'purposes, potential uses, limitations and interpretations' of
the test must be explained then followed by the individual's written consent. Id. Noting there are exceptions
to requiring consent, including emergency health care and identification of a deceased individual. Id.
20011
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genetic information is being used and disclosed and to request and obtain a
record of any disclosures should be protected.327
Blood samples or DNA tests conducted during the conditional offer stage,
must be conducted only for articulable job-related or business-necessity
reasons. 28 The test data should be de-identified before going to the prospec-
tive employer. Employer requested tests should be performed by the
applicant's own physician with whom there is a trust relationship and a
protection of the traditional doctor-patient relationship.329 When an employer-
selected physician is used, a duty to disclose test results to applicants should
be invoked.3 The applicant should be guaranteed to receive the results and
be allowed to review them with a physician of their own choice. Then, the
applicant should be able to review any .medical file compiled by the employer.
If the applicant is not offered the job, any medical information the employer
obtained should be given to the applicant or destroyed upon the applicant's
request.33' There is no legitimate reason for the prospective employer to keep
the applicant's genetic test record if the applicant is not hired. If the applicant
is hired, the employer stores the medical information confidentially.332 If
employment is later discontinued, the records would follow the employee and
their permission should be obtained before the records are sent to future
employers when requested. The proposed model Act punishes anyone who
discloses unnecessary information or who fails to remove identification
features from the data.333
VII. CONCLUSION
Genetic testing holds promises of answering medical mysteries, which
makes it attractive to a medically unsophisticated public. Employers find this
technology attractive because of a perceived advantage in assessing risk to
their business and avoiding possible increased operating expenses.334
Legislation is needed to address non-intrusive methods of collection,
disclosure and use of job-related genetic information.335 African Americans
327. See Fleischer, supra note 29 (suggesting elements of proposed privacy act).
328. See Rothstein supra note 24, at 408 (describing Minnesota's Human Rights Act that permits
employers to obtain only job-related medical information). Limiting an employer's access to job-related
medical information combined with anti-discrimination language can provide strong protection. Id. at 403.
329. See supra note 218 and accompanying text.
330. See supra note 179.
331. See supra note 30 and accompanying text.
332. See supra note 274.
333. See Fleischer supra note 29 (describing enforcement of model privacy act proposed by Larry
Gostin).
334. See supra Part IV.A.
335. See supra Part VI.
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share a history of eugenics and mistrust of the health care establishment.33
6
African Americans historically have suffered discrimination in employment
opportunities and could face a new obstacle with the rise of genetic testing.
37
Federal and state legislatures must act to curb the potential discriminatory
effects genetic testing will have on African American private sector employ-
ees. Currently, there is no federal law and only a few states have legislation
that responds to establish appropriate genetic consent, collection and
dissemination procedures. 38 Both federal and state governments need to act
now to blunt what is a new tool of racial discrimination in the hands of
prospective employers.
336. See supra Part IV.C.
337. See supra Part III. B.
338. See supra Part IV.
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